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Abstract 
Therapists who work with children who are terminally ill have a responsibility to 
understand how occupational therapists can help these children fulfill their life roles and 
goals and maximize the quality of their remaining lives. Although there is ample 
information on how therapists assess and treat adults with terminal illness, little research 
exists to assist the occupational therapist working with children with terminal illness. 
This survey was designed to investigate the scope and practice of occupational therapy 
among therapists who work with children who are dying. 
Two-liundred and fifty surveys were sent to a random sample of practicing 
occupational therapist who reported working with children from birth to age 18 in New 
York State. One hundred fifty five ( 62%) therapists returned completed surveys. Of the 
155 surveys returned, 29 (18.7%) therapists indicated treating a child with a terminal 
illness within the past three years. 
Findings show that the majority of survey respondents who treat children with a 
terminal illness work in either a school system (79.3%) or home care (58.6%). It was 
found that therapists most often assess performance components in terminally ill children. 
Therapists reported developing goals that focused most often on increasing or 
maintaining a child's independence in school and household tasks, followed by self-care 
tasks, and thirdly, by performance components. The developmental frame of reference 
was identified as being used the majority of the time, and individual (direct) treatment 
was identified as the most beneficial model of service delivery for a child with a terminal 
illness. Therapists identified a child's quality oflife as the most important theme guiding 
treatment, despite identifying goals that were inconsistent with this theme. 
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The findings of this study are in contrast to the existing literature on adults. 
Unlike areas assessed with children with terminal illness, assessment of daily routines 
(Pizz~ 1984) and past and present roles (Lloyd, 1989) are the main areas assessed in 
adults with terminal illness. The literature on adults with terminal illness emphasize the 
importance of occupational therapy goals related to role performance, sense of control, 
and quality of life ( Oelrich, 197 4 ). Further research is needed develop a conceptual frame 
of reference for occupational therapists treating children with terminal illness. 
__ ._ ... 
- . ·-·""' 
' 
---.. -----------'!'!""" ·--
OCCUPATIONAL THERAPY 
AND CHILDREN WITH TERMINAL ILLNESS 
A Thesis Presented to the Faculty 
of the School of Health Sciences and Human Performance 
Ithaca College 
In Partial fulfillment of the 
Requirements for the Degree 
Master of Science 
by 
Kimberly Joan Arndt 
September 2000 
I 
I 
I 
I 
I 
• 
I 
. 
1. 
fi 
Ii 
I 
• 
I I I 
........ J. __ 
_.... . . -~-· -- -~ 
Ithaca College 
School of Health Sciences and Human Performance 
Ithaca, New York 
CERTIFICATE OF APPROVAL 
This is to certify that the Thesis of 
Kimberly Arndt 
Submitted in partial fulfillment of the requirements for the degree of 
Master of Science in the Department of Occupational Therapy, School of Health 
Sciences and Human Performance at Ithaca College has been approved. 
Thesis Advisor: 
Candidate: 
Chair, Graduate Program in Occupational Therapy: 
Dean of Graduate Studies: 
I 
. 
I 
. 
• 
I: 
l. 
I 
,, 
t 
j• 
r . 
-- !!'!!" ....... 
Acknowledgements 
I would like to thank my thesis advisor, Carole Dennis, for all of her support and 
guidance. Her endless patience and generosity with time throughout the development 
and completion of this project are greatly appreciated. 
I would like to thank my family and friends who have been a constant support 
throughout my college career. Without their love, encouragement, and understanding, 
the completion of this thesis would not have been possible. 
,_ 
-- - -
•• 
r 
I 
,, 
I' 
I 
I 
Chapter One: Introduction 
Background 
Problem Statement 
Significance 
Purpose of Study 
Definition of Terms 
Chapter Two: Literatiire Review 
Occupational Therapy and Children 
Table of Contents 
3 
4 
5 
5 
6 
Introduction 8 
The Role of Occupational Therapy with Adults with Terminal Illness 9 
The Role of Occupational Therapy with Children with Terminal Illness 21 
Conclusion 29 
Chapter Three: Methodology 
Research Questions 
Limitations and Delimitations 
Assumptions 
Participants and Selection Method 
Measurement Instrument 
Gathering, Analyzing, and Interpreting Data 
Chapter Four: Results 
Chapter Five: Discussion 
Chapter Six: Summary 
References 
Appendix A: Survey Instrument 
Appendix B: Introductory Letter 
Appendix C: Authorization to begin project: All-College Review Board 
Appendix D: Human Subjects Proposal 
--------------1:---
31 
31 
32 
32 
32 
33 
35 
38 
44 
47 
54 
57 
58 
59 
( 
fl 
I 
Occupational Therapy and Children 2 
List of Tables 
Table I: Assessments Based On Frequency of Use 50 
Table 2: Goal Areas of Treatment Based on Primary Focus 51 
Table 3: Frames of Reference Based on Frequency of Use 52 
Table 4: Models of Service Delivery Based on Beneficial Value 53 
--- -~=~ =-------........... •--=.-.-.. -.--i-.--
,, 
j, 
I 
j 
~ 
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CHAPTER ONE: INTRODUCTION 
Background 
Occupational therapists who work in hospitals, clinics, schools, and other settings 
often encounter children and adults with terminal illness. While there is ample research 
to guide the occupational therapist's work with adults with terminal illness, there is little 
available to assist therapists in their work with children with terminal illness. It is 
imperative that therapists working with these children understand the role that 
occupational therapy plays in the formation and fulfillment of therapeutic goals. 
Throughout the disease process, children and adults go through many physical 
and emotional stages (Kubler-Ross, 1969). It is crucial that the therapist understands 
these stages in terms of the individual's diagnosis and prognosis as well as the stages of 
how the therapist and individual cope with death. 
Adults facing impending death may experience fear, isolation, and a loss of 
independence. Clients with a terminal illness experience fear of the unknown, change, 
and isolation. They fear they will be abandoned, rejected, or separated from those whom 
they care about and who care about them. In addition, losing control of their body, losing 
independence, and losing control of the environment are concerns of adults with a 
terminal illness (Attig, 1996; Gammage, McMahon, & Shanahan, 1976; Tigges & 
Sherman, 1983). 
When working with adults with terminal illness, the occupational therapist 
assesses and treats the areas pertaining to the individual's role performance, level of 
functioning, sense of control, and quality of life. Research indicates that occupation is a 
: 
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successful means of treating these domains with the adult with a terminal illness (Oelrich, 
1974; Pizzi, 1984). 
Clients with a terminal illness often experience a decrease in their level of 
functioning and social opportunities, leading to feelings of isolation and dependence. 
Due to the nature of terminal illness, goals of occupational therapists working with adults 
who are terminally ill include accepting the illness and maximizing independence. Other 
goals involve enhancing self-esteem, decreasing tension and despair, and furthering 
feelings of valuableness (Oelrich, 1974). 
There is currently little research regarding occupational therapy in the care of 
children who are dying. Children and adults possess different levels of understanding, 
however, research shows they both display many of the same reactions, fears, and 
,, 
feelings about their illness and death (Attig, 1996; Gammage et al., 1976; Tigges & 
Sherman, 1983). The role occupational therapy plays in the care of children and adults 
•· 
with terminal illness will have similarities and differences due to these elements. Most 
important, both children and adults with terminal illness should live their remaining lives 
in a manner they deem appropriate. Their final days must be filled with opportunities for 
meaningful experiences and possibilities for accomplishment. Occupational therapy is a 
means through which this can be accomplished for both the adult and child with a 
terminal illness. 
Problem Statement 
Occupational therapists have been writing about how the profession of 
occupational therapy cares for adults with terminal illness for the past 25 years . 
• I 
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However, little research has examined how occupational therapists care for children with 
a terminal illness. 
Significance 
Dying children deserve optimal care from the field of occupational therapy. They 
should be given every opportunity to lpend their final days without fear, with the greatest 
I 
degree of independence, and with the highest quality oflife possible. In spite of the fact 
that the field of occupational therapy Les for children with terminal illness, it is not 
known how occupational' therapists jsess or treat such children. Occupational therapy is 
, a means of enabling pedi~tric individJals with a terminal illness to ensure their optimal 
quality of life. Research is needed in 1der to develop the best and most appropriate care 
for these individuals. 
Purpose of Study 
The purpose of this study is Jofold: to investigate the current roles of 
I 
occupational therapists who treat children with terminal illness and to compare survey 
I 
results of practice with theoretical guidelines for practice related to adults with terminal 
illness. The survey was designed to iJentify the setting and extent to' which occupational 
therapists are treating children with teLinal illnesses. The survey also identifies the 
types of assessments used and goal arlas addressed by the occupational therapist. Lastly, 
the survey describes the frames of reflrence and models of service delivery therapists are 
employing as well as the overall thernis which serve to guide the care and treatment of 
children with terminal illness. 
- -
-~----
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Definition of Terms 
Terminal Illness: An illness that, bedause of its nature, can be expected to cause the 
I 
_patient to die (Thomas, 1997, p. 1922). 
Children: Human beings between bi~ and age 18. 
Quality of Life: Concepr defined by Jn individual's perceptions of overall satisfaction 
I 
with his or her.living circumstances, including physical status and abilities, psychological 
wcll~oeing;~ocial interactions, and ebonomic conditions (Christiansen & Baum, 1997, p. 
602). ' 
Occupational Role: A set of behaviors that have some socially agreed upon functions and 
I 
for which there is an accepted code of norms (Christiansen & Baum,''1997, p. 603). 
I 
Occupation: Engagement in activitieJ, tasks, and roles for the purpose of productive 
. ' ' . If' h I. d ti f I ' pursmt, mamtammg onese m t e environment, an or purposes o re axat10n, 
entertainment, creativity, and celebralion; activities in which people are engaged to 
support their roles (Christiansen & Blum, 1997, p. 600). 
Basic activities of daily living: Those !activities of daily living tasks, which pertain to self-
[ 
care, mobility, and communication (Christiansen & Baum, 1997, p.592). 
Instrumental activities of daily living: Originated by Lawton to refer to those essential 
self-maintenance activities which are pecessary for independent living that are not 
I 
considered basic activities of daily living or self-care tasks (Christiansen & Baum, 1997, 
p. 598). •· 
Seif-care: Personal activities an individual performs to prepare for and maintain a daily 
routine (Christiansen & Baum, 1997, J. 603 ). 
Occupational Therapy and Children 7 
Leisure: The category of occupation for which freedom of choice and enjoyment seem to 
be the primary motives (Christiansen & Baum, 1997, p. 598). 
t 
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CHAPTER TWO: LITERATURE REVIEW 
Introduction 
The field of occupational therapy includes the care of children and adults with 
terminal illness. Occupational therapists work with a wide variety of individuals in an 
attempt to restore or enhance their level of functioning in the areas of work, self-care, and 
leisure (Dawson, 1982). Occupational therapists view children in a holistic manner, 
taking into account the child, the child's environment, and the interaction between the 
two. Occupational therapists often assess the child's performance components that may 
affect task performance. Performance components may consist of sensorimotor, 
cognitive, motor, and psychosocial factors. These performance components help explain 
deficits in tasks related to the child's performance in the areas of self-care, play and 
leisure, as weJJ·as in the child's environment (Case-Smith, Allen, & Pratt, 1996). 
The overriding goals of the occupational therapist working with a child are to 
"improve the child's functional performance and to enhance the child's ability to interact 
within his or her physical and social environments" (Case-Smith et al., 1996, p. 4). These 
goals are addressed in a variety of ways, depending upon the frame of reference utilized. 
The frame ofreference is chosen based upon the child's identified problems and needs as 
well as the child's and parents' priorities. The frame of reference serves to determine 
intervention strategies (Case-Smith et al., 1996). 
To provide thorough and appropriate treatment, the occupational therapist not 
only needs to understand the diagnosis and prognosis, but also how the individual copes 
with disability. When the client is facing death, occupational therapists must also have an 
understanding of how the individual copes with death. With adults with terminal illness, 
r 
' t 
I 
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the occupational therapist assesses and treats both affective and functional areas 
pertaining to the client's role performance, sense of control, and quality of life. This is 
done to ensure that a holistic view of the person is maintained in order to identify all 
possible areas of dysfunction and provide optimal therapy. Research shows that 
occupation is a successful means of treating these domains. While there is currently little 
research relating occupational therapy to the treatment of children with terminal illness, it 
has been shown that both children and adults share many of the same reactions, fears, and 
feelings about their illness and impending death (Attig, 1996; Gammage et al., 1976; 
Tigges & Sherman, 1983). Additionally, children with a terminal illness may experience 
developmental delays in a variety of areas including physical, cognitive and psychosocial 
(Anderson, Hinojosa, Bedell, & Kaplan, 1990), thus warranting the need for occupational ' 
therapy. The following review will highlight research related to perceptions of death and 
dying in adults and occupational therapy's role in serving this population. It will also 
highlight the perceptions of death and dying in children and occupational therapy's role 
with children with terminal illness. 
The Role of Occupational Therapy with Adults with Terminal Illness 
Adult Perc'eptions on Death and Dying 
Individual's attitudes towards death are unique and related to personal 
experiences. Some individuals believe that death is "an eternal sleep, a loss or separation 
from loved ones, rest, end of suffering, or a doorway to another life or state of being" 
(Oelrich, 1974, p. 429). Religion also plays a role in some people's outlook on death. 
Some religions view death as a positive step towards a superior life in heaven, while 
others view it as a punishment for the wrongdoing one has done while on earth (Oelrich, 
. .. ............. 
.. 
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1974). Each perspective of death contains many components, which make understanding 
and dealing with death complex. Schuster {1992) explains death as containing "the 
uniqueness of humanity, human dignity, and, in fact, the value and meaning of life itself" 
{p. 376). 
People with a terminal illness pass through different stages before accepting the 
illness and its prognosis. Kubler-Ross {1969) states that a person must first go through 
denial and isolation, anger, bargaining, and depression before reaching the acceptance 
stage (Kubler-Ross, 1969). Within these stages, people can exhibit a variety of defense 
mechanisms and emotional reactions with which the occupational therapist must be 
famili~r (Kubler-Ross, 1969). The ways in which people deal with and handle the 
stresses of death varies among individuals and their current stage of dealing with 
impending death. 
Factors Affecting Adults with a Tenninal Illness 
One's quality of life can be influenced by both affective and functional 
components caused by changes in stamina, appearance, psychosocial and cognitive 
functioning as a result of tenninal illness (Piemme & Solle, 1990). These changes have a 
profound affect on individuals' occupational roles, self worth, and quality of life. 
Affective Components 
Fears of adults. The anticipation of death and the deterioration of both physical 
and cognitive abilities can provoke fears of various types and degrees (Piemme & Solle, 
1990). Fear of the unknown, change, isolation, and incapacity are likely concerns of the 
individual with a terminal illness (Gammage et al., 1976; Piemrne & Solle, 1990). 
Adults also fear losing control. Loss of control is identified with the ability to make 
' .l 
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decisions concerning one's life. Losing independence and the capacity to care for oneself 
are fears most clients with terminal illness possess. Adults may fear that as they lose 
independence, they will become more dependent on others (Tigges & Sherman, 1983). 
Isolation. Clients often experience physical and social isolation as their illness 
I' progresses due to various reasons. Nurses and doctors may make limited physical contact 
with the individual (Tigges & Sherman, 1983) and family and friends may spend less 
time with him or her, as they may no longer know how to relate to the individual (Brown, 
1984). This increase in isolation and subsequent loss of support may occur when support 
from family and friends is most needed (Piemme & Bolle, 1990). According to Kubler-
Ross (I 969), anger is a common emotion among individuals facing death. This anger 
may unwittingly push people away from them, thus increasing isolation. Spiritual 
isolation can also occur when the professional team ceases to see the client as a man or 
woman with thoughts, feelings, and concerns (Tigges & Sherman, 1983). 
Control. Losing occupational roles and being under the rein of external factors 
related to the illness and its treatment can lead to the client feeling as though he or she 
has no control over his or her own life. With doctors and nurses constantly making 
decisions about the client's life and treatment, the client may believe that he or she has no 
voice in the decision-making process surrounding treatment (Lloyd, 1989). An 
individual's control over important decisions in life is relative to feelings about self worth 
and quality of life. Ensuring the person has control over the end of life is crucial to the 
preservation of dignity and self-respect (Pizzi, 1984). 
Related study. Gammage et al., ( 1976) conducted interviews with four therapists 
involved in the treatment of patients with terminal illness at general hospitals and 
_ .... 
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convalescent centers. These therapists believed that occupational therapy had a role in 
the care of clients who were dying. A primary treatment technique identified through the 
interviews was active listening. The therapists found it crucial to "fulfill the dying 
person's need to talk to someone" (Gammage et al., 1976, p. 295). The person who is 
dying is need of someone to talk with about feelings and fears regarding the future. He or 
she needs to be recognized as a human being with concerns and emotions. By actively 
listening to the client, the occupational therapist enables the client to feel as though they 
are worthy and important. These therapists also viewed treatment as more encouraging 
and supportive, rather than practical or functional. One therapist found it best to act 
naturally with the client, allowing the individual to feel more comfortable with the 
therapist, and therefore aiding in the relationship between the client and therapist 
(Gammage et al., 1976). 
Functional Components 
Functional loss. Terminal illness leads to a disturbance in the individual's 
• 
physical skills, including strength and endurance. As the illness progresses, the person's 
physical capacities may continue to decrease, resulting in periodic or permanent 
functional loss. Physical skills are needed for the individual to manipulate his or her 
environment and perform both basic and instrumental activities of daily living including 
work, play, and self-care. Other factors such as hospitalization and treatment method 
contribute to the individual's loss (Lloyd, 1989). 
Related study. Tigges & Sherman (1983) reported a case study involving a young 
man who was diagnosed with liver cancer that metastasized to his spine, leaving him a 
paraplegic. He became severely depressed, resentful, angry, and lonely because his 
- __ --:::.-='"-"--_ ....... ..._ ____ _ 
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social activities had become reduced. He did not initiate worthwhile use of his time and 
therefore craved valuable day to day activities. The occupational therapist, together with 
the patient, established goals that incl~ded a gain in dressing independence, self-transfers, 
self-care, work, and leisure activities.I The young man received great satisfaction from 
being able to care for him self indepeldently. Before passing away he accomplished 
most of his goals and felt more satisfi~ with his life than he had felt previous to his 
illness. Through the intervention of A occupational therapist, this young man's quality 
II 
of life climaxed (Tigges & Sherman, 1983). 
ollupational Roles 
Occupational roles are a meaJl by which an individual contributes to society, and 
II 
serve to define his or her societal worth. The individual with a terminal illness suffers a 
series of changes in occupational role~!. The numerous physical and emotional changes 
may limit opportunities for socializatfln, therefore restricting the individual's ability to 
contribute to society and decreasing t~e fulfillment of his or her occupational roles. With 
'I 
the loss of physical and emotional skills, the individual may be forced to relinquish his or 
her active roles and assume more sub!1issive roles. As the individual's illness progresses 
• 
and capacities decline, roles become itcreasingly restricted. 
This, in addition to the fear thJ client may be feeling in relation to his diagnosis 
I 
and prognosis, may lead to a decline in former interests (Lloyd, 1989), thereby decreasing 
I 
I 
opportunities for social interaction and self-pride. In addition, the individual's ability to 
I 
participate in activities of daily living in private and social environments decreases. This 
' 
combination of decreased function and limited social opportunities may lower one's 
I 
I• 
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• 
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I 
perception of his or her societal wortli'and may lead the person to believe that he or she 
j 
has accumulated the new role of dying person (Lloyd, 1989). 
II Assessment of Adults 
Lloyd (1989) believes that car~ of the individual with a terminal illness is 
dependent upon the premise that the i~dividual is the ultimate decision-maker in therapy. 
Th c. . 1· . h II . 1 ·11 . d' . th ere1ore, assessing a c 1ent wit a termma 1 ness reqmres 1scovenng what e 
individual wishes to accomplish duriJl treatment. The therapist must determine what 
II 
emotional and physical limitations will limit the client in meeting his or her chosen goals 
in order to allow for success. It is alJ important for the therapist to understand the 
• • 
individual's psychological status, in t~iins of past and present coping mechanisms. The 
therapist must also have a thorough u~derstanding of the client's illness, current and 
projected levels of functioning, and o~cupational behaviors (Lloyd, 1989). Additionally, 
it is significant for the therapist to kn!lw how the individual perceives life, his or her 
relationships with others, and his or h~r motivation to sustain independence (Tigges & 
Sherman, 1983). This encompassing ILd in-depth understanding enables the therapist to 
plan and implement the most benefici~I treatment for the individual with a terminal 
illness. Lloyd (1989) states that the jmbination of occupational history, temporal 
adaptation, and performance assessmJnts will provide the necessary information to 
I 
determine what is important for the client to achieve, and whether or not these goals are 
I 
achievable (Lloyd, 1989). ; 
The occupational history alloJs the therapist to gain information about the 
. II 
individual's past and present roles and lifestyle. It can determine how the roles were 
formed as well as which ones hold th~ most value and personal satisfaction (Lloyd, 
... 
............. - ~ ~ . ~ _ ... - ~ -
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1989). It is important to assess these areas to enable the therapist to develop meaningful 
goals for the individual. The occupatl!nal history may also determine personal likes, 
dislikes, and attitudes toward control ~ver worldly issues. It is important for the 
occupational therapist to assess this Jt due to the fact that these characteristics may 
have an effect on the individual's occ~pational functioning. In addition, the occupational 
I~ 
history can determine the client's ability to manage time . 
• 
Time management can be detJmined using the temporal adaptation assessment 
• 
with a client with a terminal illness. The temporal adaptation assessment allows the 
therapist to determine the individual'J daily routines, both before and after the illness 
(Pizzi, 1984 ). Understanding routineJ allows the therapist to develop the most 
appropriate and meaningful treatment~! The performance assessment provides the 
h ·' · . th . tlill l' ' 1 1 ffu . . . . f k t erap1st with e opportunity to see e c 1ent s eve o nctlonmg ma vanety o tas s 
(Lloyd, 1989), including those areas J~ self-care, work, and leisure (Pizzi, 1984). 
II 
Knowing the clients level of function in a variety of areas including bathing, dressing, 
feeding, and toileting, enables the th~apist to identify what to focus on in treatment 
II 
(Holland, 1984). Functional status of individuals with a terminal illness may fluctuate 
and it is therefore a good idea to reev~luate the client frequently to determine if 
II 
occupational adaptations are needed (Holland, 1984). 
I 
Treatment of Adults 
Principles of Treatment Planning 11 
Prior to treating an individual tith a terminal illness, it is necessary that the 
occupational therapist understands his or her own attitudes towards death, as well as the 
client's. In order to provide appropri~te care, the occupational therapist must also 
I 
, ... ,, 
Ii 
I 
.• 
• 
I 
l 
I 
I 
Occupational Therapy and Children 16 
comprehend the phases and ramifications the terminally ill individual passes through as 
death approaches. Treatment of the iJdividual will change depending upon which stage 
II 
he or she is in and which defense mechanisms he or she is exhibiting. 
In concordance with occupatJ
1
nal therapy philosophy in regards to addressing 
1 . 1 k .II . d d . 1 . . . h h l' . contro , an essenlla concept to eep m mm unng treatment p annmg 1s t at t e c 1ent 1s 
the ultimate decision-maker. Individ~als with a terminal illness have a unique 
II 
understanding of their illness and needs (Dawson, 1982), and are thus best qualified to 
II 
decide what goals should be addressed in therapy and how these goals should to be 
reached (Holland, 1984). 11 
Goals 
•• 
Goals of occupational therapi!fs working with adults with terminal illness revolve 
around affeetive and functiona; c0mp~nents. Two significant goals of the occupational 
therapist working with the adult with~ terminal illness are to help the client move toward 
acceptance of the illness and maintaillas much independence as possible (Oelrich, 1974). 
Other goals include decreasing tensio~ and despair, furthering feelings of valuableness, 
II 
and enhancing self-esteem (Oelrich, 1974) through the use of effective coping 
mechanisms (Piemme & Bolle, 1990)~1 Occupational therapists also help adults with 
I 
terminal illness make the most of thei: occupational roles, given their limitations in 
I 
physical ability and time constraints (trigges & Sherman, 1983). 
In addition to tasks deemed si~ificant by the individual, the therapist works with 
clients to deal with feelings of isolati~n and possible loneliness. The therapist is able to 
II 
do this in a variety of ways. Helping the individual cope with physical limitations and 
maintaining the highest level of indJtndence will aid in alleviating feelings of 
I 
I 
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detachment. The therapist also helps the individual deal with problems surrounding his 
II 
or her relationships with family and friends (Tigges & Sherman, 1983). When caring for 
adults with terminal illness, the thera~ist must ensure the client is allotted every 
opportunity to define quality in his oriler own terms and to control his or her life much as 
is feasible. Through treatment, the thjrapist should support the client's independence in 
his or her occupational roles encompllsing self-care, work, and leisure (Tigges & 
Sherman, 1983). 
Control 
As death approaches, adults with a terminal illness often feel a loss of control 
~ . 
over their bodies and environments (Uloyd, 1989). Occupational therapists treating these 
individuals believe that it is the choic~ of the client as to how he or she is going to live 
II 
the final moments of life. Pizzi (as cited in Lloyd, 1989) states that by allowing the client 
k h d · · h h · · II. · th 1. th b·1· · f to ma et e ec1s1ons, t et erap1st 1s givmg e c 1ent ea 1 1ty to expenence a sense o 
control over his or her life. This therJ~ore enables the person to develop a feeling of 
d . h . 11. . . II ''Th . d .. d l' h . 11· . . competency, esp1te p ys1ca 1m1ta!Jons. em JV! ua s p ys1ca 1m1tat10ns, 
II 
psychological behavior, mental attitude, family and social problems, and the patient's 
interests, work role, and motivation a~e all important factors" (Oelrich, 1974, p. 431) to 
II 
consider when planning treatment. It is the role of the occupational therapist to treat 
those. aieas the individual has identifiL as important and would like to remain in control 
. " 
of (Pizzi, 1984). Through the facilitation of personal choice, occupational therapy is able 
to give the client control over the enJlonment and therefore enhance a sense of self 
worth (Dawson, 1982) . 
~I 
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Treatment Principles 
Consumers not only feel a loss of control over their own bodies, but also over 
their environment. They no longer have the capability of influencing the environment as 
c they did prior to their illness. Through occupational therapy, clients can help regain some 
of this loss by deciding the treatment schedule including number of treatments, length of 
each session, and what will be accomplished each day (Gammage et al., 1976). Another 
way occupational therapy allows adults with tenninal illnesses to feel control over their 
lives is by increasing their independence in areas such as work, self-care, and leisure. 
Giving a client this independence, promotes the control over his or her own body and 
environment (Pizzi, 1984), thereby fostering self-esteem and self-respect. 
Due to the client's limited social opportunities, an important area of treatment 
revolves around social situations. "Tenninally ill persons should not be abandoned or 
• 
isolated from usual sources of spiritual and emotional support, they need to know they 
matter as human beings" (Pizzi, 1984, p. 254). Occupational therapists help adults with a 
tenninal illness maintain and strengthen existing social networks and to develop new 
'. 
ones (Piernme & Bolle, 1990). By having the client engage in meaningful social 
activities, the therapist can use occupation to allow the individual to become involved in 
social environments. The therapist should make every effort to reassure individuals that 
' 
someone cares, that they matter, and that their companionship is wanted (Gammage et al., 
1976). 
Another effective approach occupational therapists utilize with adults with 
tenninal illness is to restore and support the consumer's dignity by helping him or her 
find new ways of experiencing a sense of self-worth. This can be accomplished by' 
=~ __ ___.!'.'.:_ __ -
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reminiscing about past experiences of the client. By discussing past accomplishments, 
.. ' . .. 
the individual can recapture self-pride (Gammage et al., 1976). 
• 1 
Quality of life 
Perception of quality oflife is unique to each individual. In order to ensure that a 
client's quality oflife is maintained, the' occupational therapist must hold a holistic view 
of the person. By taking into account the individual's occupational roles, values, morals, 
interests, and beliefs the occupational therapist can assure that the client maintain control 
as much as possible. This serves to increase the client's perception of his or her own 
quality oflife (Pizzi, 1984). 
Improving quality oflife is a legitimate goal of occupational therapy. 
Considering the client's physical and emotional needs allows the client to live with 
dignity, in spite of illness (Punwar, 1994). Additionally, for some individuals facing 
death, focusing on giving to others and to society may foster a more positive quality of 
life (Piernme & Bolle, 1990). 
The Use of Occupation in Treatment 
The therapist's use of occupation can enhance the quality oflife in an individual 
with a terminal illness. Through occupation, the individual can achieve "some degree of 
mastery over the self, the environment, and the disease process" (Pizzi, 1984, p. 255). 
When clients are successful in completing an activity, they may feel more competent 
about themselves. The utilization of productive and useful activity allows the client to 
feel effective and to be as active in his or her environment as is possible. This use of 
occupation in treatment will help the individual to restore self-pride. Doing or making 
something for another person can make the person feel needed, helping him or her to 
~ '. -~.- ~ 
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maintain good feelings about him or her self(Oelrich, 1974). Providing activities that the 
client enjoys will cause him or her to look forward to treatment, therefore influencing his 
or her attitude towards the current medical situation. Meaningful activities can also help 
the client uncover the positive aspects in his or her life, thereby giving it more meaning 
(Oelrich, 1974). Occupation allows clients to acquire new skills, or become more 
competent in old ones (Pizzi, 1984 ), thereby preventing deterioration, boosting self-
esteem and beliefs that they are valuable and worthwhile human beings. Increasing one's 
independence in work, self-care, and leisure strengthen feelings of worthiness. When the 
client is engaging in purposeful occupations, it gives him or her feelings of pleasure and 
fulfillment (Oelrich, 1974). 
Occupation 
It is important to consider the needs and desires of the client when providing 
occupational choice. Terminal illness causes the individual to give up roles that make 
_, ' • c ' 
him or her feel important (Gammage et al., 1976). It also causes one's life goals to 
change, forcing the need for realignment of previous goals and the formation of new 
ones. To achieve this, the occupational therapist must help the individual set priorities, 
encourage problem solving, and increase occupational roles. It is important that the 
client rearrange his or her new life environment and the activities within it (Pizzi, 1984 ). 
A means by which the occupational therapist accomplishes this and reaches other 
goals is occupation.· Occupation is defined as "the active or 'doing' process when one is 
engaged in goal-.directed activity" (Punwar, 1994, p. 262) that is both meaningful and 
purposeful. However, when using purposeful activities, the therapist must make sure the 
task is adaptable to allow for success and improvement in the individual's goal areas, ~, 
I 
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despite the possible decline physical and cognitive capacities. By giving attention to 
occupations that are meaningful to the client, the therapist will enable the client to 
increase or maintain his or her occupational performance and roles. This will therefore 
allow the individual to return to previously held roles and gain control over him or her 
self and the environmental situation. It will also foster self-esteem and self-respect 
(Pizzi, 1984), and improve quality oflife. 
Related Study 
Dawson (1982) conducted interviews with three occupational therapists who work 
with adults with terminal illness, and four clients with a terminal illness. Dawson (1982) 
found that occupational therapists have numerous roles in working with individuals who 
are dying. These roles may include the evaluation and re-evaluation of levels of 
functioning, teaching activities of daily living, enabling maximum independence, and 
involving the client in therapeutic group work. Other roles include assisting the 
individual with changes in his or her occupational roles, preserving self-worth, and 
providing support through inclusion of the family in therapy services (Dawson, 1982). 
The Role of Occupational Therapy with Children with Terminal Illness 
Children's Perceptions of Death and Dying 
The child and adult with terminal illness possess many of the same characteristics 
and needs. Children with terminal' illness possess a high level of comprehension about 
what is happening to them. Adults have the tendency to underestimate and neglect this 
knowledge. In actuality, children with a terminal illness are more aware of what is 
happening to them than adults recognize. As with adults, children know when they are 
severely ill. They may be unable to comprehend the full meaning of what is happening, 
t. 
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but they do understand that they are "sick in a way they have never been sick before" 
("How you can help," 1985, p. 178). 
Children's concepts of death vary widely with age and background. It is 
important that caregivers working with an individual who is dying keep in mind the 
person's understanding of the concepts of death (Porr & Rainville, 1999). This becomes 
increasingly difficult when it comes to discussing death with children. Children younger .. 
than five do not understand that death is an irreversible event ("How you can help," 
1985). From birth to age two, children are believed to be cognitively naive about death 
and view it as separation. Between ages two and four, children are aware of death, but 
believe that it means things are "less alive" (Schuster, 1992, p. 379). They tend to fear 
injury, but not their own death. A young child believes death is temporary (Porr & 
Rainville, 1999) and reversible, comparing it to sleep (Oelrich,'1974). Children between 
the ages of five and nine believe that death is a person. Children realize that death is 
irreversible by age nine or ten ("How you can help," 1985). Children between the ages of 
ten and twelve are acceptant of death, but believe it is a biological process, and relate 
death to plants and animals. They understand that they will die someday. When children 
reach adolescence and throughout adulthood, death is accepted and they understand that 
they many die at any time (Schuster, 1992). 
Attig ( 1996) states that as compared to children without 'disease, children with 
terminal illness are more aware of death and have a greater understanding of the concepts 
surrounding death (Attig, 1996). Personal experience with illness and its treatment 
affects the concepts remarkably, therefore playing a large part in one's comprehension of 
death, even more so than chronological age and development. 
__ .., 
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As with adults, children facing death may also pass through various stages of 
acceptance as defined by Kubler-Ross (I 969). It is important to remember that both the 
child as well as family members may be passing through these stages. Each member may 
be in a different stage, may be in more than one stage, and may between the stages 
(Bewley, 1985). Assessment and treatment may vary depending upon these stages. 
Factors Affecting Children with a Terminal Illness 
As with adults facing death, children with a terminal illness also suffer changes in 
affective and functional components in the areas of motor skills, play skills, and their 
ability to socialize (Anderson et al., 1990). Quality of life may be affected by all of these 
changes. 
Affective Components 
Fears of children. Children with a terminal illness fear the uncertainty of death 
and are apprehensive about what lies ahead after death (Attig, 1996). As with adults, 
children with terminal illness become overwhelmed and are fearful of many things. Their 
illness has displaced them from all they know and relocated them in new territory with 
unfamiliar surroundings. The illness forces change within all areas of the child's life, 
affecting present and future life. It is reasonable to believe that children are afraid of this 
change, as are adults. Children fear that they will be abandoned, rejected, or separated 
from those whom they care about and who care about them (Attig, 1996). In addition, 
both children and adults with a terminal illness develop fear and a sense of powerlessness 
when it is detected that they do not possess control over their own lives. 
Children often lose sense of their spirituality and come to doubt the safety and 
security in the world. Adults often wrongly disregard the spiritual lives of children. 
'. ... ..... ' 
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Although there is not a great understanding as to the ramifications of the spiritual life, it 
• 
is important not to assume that children do not have one (Attig, 1996). Children and 
{. 
adults with terminal illness are reportedly experiencing many of the same fears and 
~ •,• . . . 
I 
apprehensions, including fear of the unknown, fear of change, and fears of losing control. 
-' -' ~ ~ '- " 
Functional Components 
Children facing death suffer changes in functional performance components and 
functional abilities. Children undergo numerous physical changes throughout the life of 
their illness (Anderson et al., 1990), which can greatly affect their ability to function 
independently. 
Assessment of Children 
The major premise for occupational therapists treating adults with terminal illness 
is that the adult is the ultimate decision-maker in therapy. The research also shows that 
an adult's occupational roles, daily routines, and current level of performance should all 
.. 
be assessed (Lloyd, 1989). However, there is little information regarding what areas are 
assessed by occupational therapists working with children with a terminal illness. 
Occupational therapists working with children who are HIV positive use observation to 
assess both functional and affective components, including "sensory responses, gross and 
fine motor skills, cognitive and adaptive skills, play, and socialization" (Anderson et al., 
1990, p. 252). Information pertaining to the child's play history and behavior as well as 
concerns of the family may be obtained through an interview with the caregiver 
(Anderson et al., 1990). Regardless of the type of assessment used, when assessing a 
child with a terminal illness the occupational therapist must consider his or her level of 
pain and frustration, as well as level of fatigue (Anderson et al., 1990). 
--. ~=.·~· ····~-~-~=- ---------
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As with adults who are dying, children with a terminal illness will all present 
differently, with different wants and needs. It is therefore important to determine if 
additional assessments are necessary in order to attain a holistic view of the child. 
Additionally as is true with adults, it is imperative to frequently reevaluate a child facing 
death as his or her illness progresses and subsequent needs change (Anderson et al., 
1990). 
Treatment of Children 
Principles of Treatment Planning 
The issues surrounding children's knowledge and understanding of death place 
the occupational therapist treating a child with a terminal illness in a difficult situation. 
Not only must the therapists be concerned with the child's comprehension of death, but 
also with treating this child and his or her quality of life. To appropriately treat a child 
with terminal illness and truly understand what he or she is going through, one must do 
two things: discover what is it like to be a child and overcome personal fears of death 
(Attig, 1996). Once this is accomplished, a caregiver is better equipped at dealing with 
and listening to the fears and suffering children who are dying encounter. Therapists 
working with children with terminal illness need to be prepared to actively listen to these 
children and validate their feelings (Bewley, 1985). 
Honesty is the best route to take when caring for children with terminal illness. It 
is important to be honest with these children and provide them with respect. Honesty 
may be difficult for some caregivers because of the need they feel to protect the child 
from the truth, but it can be achieved without negativity ("How you can help," 1985). 
Children are filled with questions relating to their illness and are searching for reasons 
I 
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why this trauma has happened to them. It is important to answer these questions openly 
and honestly, so that the caregiver may inform the child about what is happening now as 
well as what the future may hold (Attig, 1996; Bewley, 1985). By validating the child's 
feelings and using language and concepts that he or she can understand, the caregiver can 
dispfay the truth in a positive light. Children will respond to a caregiver better when they 
trust that the caregiver is being straightforward ("How you can help," 1985). 
Goals of the Occupational Therapist 
The field of occupational therapy views children in a holistic manner (Case-Smith 
et al., 1996). This same holistic approach should be applied to the treatment planning of 
children with a terminal illness, and should include the areas of physical, cognitive, and 
psychosocial development (Anderson et al., 1990). The needs of children with a terminal 
illness are constantly changing as their illness progresses and new areas of need arise. 
For this reason, it is important to be flexible when forming therapeutic goals (Anderson et 
al., 1990). 
I t' 
For children who are HIV positive, occupational therapy goals consist of both 
functional and affective components. Such goals are to "increase play and social skills, 
develop self-care skills, improve self-concept, facilitate cognitive-perceptual 
development, and facilitate motor development" (Anderson et al., 1990, p. 252). Goals 
should focus on improving the child's quality oflife through acceptance of the child and 
his or her condition, and nurturing his or her development (Anderson et al., 1990). 
The intentions of occupational therapists working with children with renal failure 
are similar. Objectives are comprised of both affective and functional components of the 
child and family unit. These include providing emotional support for both the child and 
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the child's family and assistance with school work, as well as developing and maintaining 
opportunities for physical and leisure activities, and interaction with the world around 
them (Bewley, 1985). 
Goals of the Caregiver 
Caregivers need to create a safe and comfortable atmosphere where the child can 
develop trust to allow for child expression of pain and anxieties, without fear or 
embarrassment. When the child feels safe, he or she will reveal his or her concerns. An 
environment where a goal is to be a confidant for the child throughout his or her battle 
provides the child with a sense of security which allows him or her to face life and 
express grief (Attig, 1996). 
Another goal of the caregiver treating a child with a terminal illness is to learn 
how to recognize and encourage a child's expression of his or her pain. Children express 
this in the way they act as well as through questions, discussion, play (Attig, 1996) and 
drawings ("How you can help," 1985). When the child acknowledges and expresses his 
or her emotions, life can again be seen as valuable and meaningful. The child can have 
hope for the future and employ former methods and pursue new ways to experience the 
time he or she has remaining (Attig, 1996). Caregivers need to listen and ask questions 
as it is important for the child facing death to express his or her feelings and anxieties 
about the future (Attig, 1996). 
Caregivers should also encourage questions from children with terminal illness 
and answer their questions openly and honestly, whether they be happy or sad ("How you 
can help," 1985). It is important for caregivers to acknowledge and show that they accept 
everything a child may say in order to allow the child to begin to heal. This will give the 
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ll child a place to put his or her anguish into perspective as the child's life is shaped by 
illness, but no longer dominated by anguish (Attig, 1996). 
Children may fear what comes after death. It is important to provide them the 
opportunity to discuss what they expect and hope for after death, including their spiritual 
II 
beliefs (Attig, 1996). Children who are dying need support from caregivers as they 
confront the spiritual challenges of leaving this life and embarking on a journey into the 
unknown. Caregivers should assure the child that he or she will always be in the hearts 
ofloved ones and will not be forgotten. Caregivers should explore interventions such as 
I 
prayer and meditation as mediums of expressing fear and spiritual suffering (Attig, 1996). 
Control 
II In concordance with adults, it is essential to know how occupational therapy can 
II help the child with a terminal illness to gain control over his or her life. Children with 
terminally illness experience similar feelings of helplessness and powerlessness as adults 
who are dying. These feelings can work to undermine the children's motivation to live, 
for they feel their future is without hope. Caregivers and therapists may deal with these 
I areas by providing the child with as many opportunities to make decisions as is possible. 
Giving the child choice will allow him or her to gain control in shaping his or her 
Occupational therapists working with children who are dying should plan 
~I 
l 
everyday life (Attig, 1996; Bewley, 1985). 
Treatment Principles 
activities that are meaningful to the child, and can include his or her hobbies or 
!. 
schoolwork. The activities should require a short attention span, not be overly 
complicated, and provide the child with a reward. Activities should be designed so as to 
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address both the affective and functional components of the child. Therefore, the 
activities should allow the child to learn new skills, gain control over his or her 
environment, and provide an outlet for an array of emotions (Bewley, 1985). Activities 
done in groups are also beneficial to children with terminal illness, as they allow for peer 
~ .,_ ... 
' 
• interactio'n and the acquisition of the role of group member (Bewley, 1985). In the 
~ ..  , 
treatment of chil~ren with terminal illness, it is important for the occupational therapist to 
attend to the child's activities of daily living. Such children may miss certain stages of 
normal development and thus require assistance in the attaining these skills (Bewley, 
1985). 
Quality of Life 
By allowing children who are dying to increase function, occupational therapy is 
able to provide children with a purpose and thus enhance their quality oflife (Bewley, 
1985). Occupational therapists are involved in and can contribute much to the care of 
children with terminal illnesses (Anderson et al., 1990; Bewley, 1985). Children with 
terminal illnesses should live their remaining life however they choose. Their final days 
should be filled with opportunities for meaningful experiences and possibilities for 
accomplishment. Occupational therapy is involved in supporting children's expression of 
pain and assist them in finding value, hope, and meaning in their remaining lives, for they 
must have faith in what lies ahead (Attig, 1996). 
Conclusion 
The occupational therapy scope of practice includes treating both children and 
adults with terminal illness. There is ample information on how therapists assess and 
treat adults with terminal illness; however, little research has defined the roles of 
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occupational therapy in the assessment and treatment of children with terminal illness. 
There is research on how caregivers can help the child who is dying; however, more 
research is needed in terms of discovering how and where the field of occupational 
therapy is involved. Adults and children with terminal illness experience many of the 
same emotions, such as fear and loneliness, and many of the same desires, such as the 
desire for independence. Research is needed to determine where occupational therapists 
are working with children who are dying and if the areas ofrole performance, sense of 
control, and quality oflife are a major focus in treatment. Research is also needed to 
determine if similar assessments are being used among therapists treating individuals 
with terminal illness and if goals such as accepting one's illness, increasing 
independence, and increasing feelings of self-esteem are found among the different 
populations. By identifying the similarities and differences that exist between children 
and adults who are dying, the field of occupational therapy can begin to define its role in 
the treatment of children in the terminal realm. Occupational therapists working with 
children with terminal illness need to know and understand their role in helping the 
children fulfill life roles and goals, remain in control of their remaining lives, and 
improve their quality of life before passing away. In order to do this information is 
needed on how occupational therapists assess and treat children who are dying. 
Research is needed to affirm how occupational therapy is working with the child 
who is dying in helping him or her to overcome his or her anxieties and feelings of 
isolation. The literature does not adequately address the roles of occupational therapy 
with children with terminal illness. Survey data is needed to determine these roles and to 
evaluate whether work settings affect treatment. 
. " 
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I CHAPTER THREE: METHODOLOGY 
Research Questions 
This study addresses the following research questions: 
A. What are the roles of occupational therapists who work with children with terminal 
illness? 
1. In what settings do occupational therapists treat children with terminal illness? 
2. What types of assessments do occupational therapists use with children with terminal 
illness? 
3. On what goal areas do occupational therapists concentrate on when treating children 
with terminal illness? 
4. What frames ofreference do occupational therapists use when treating children with 
terminal illness? 
5. What models of service delivery do occupational therapists use when treating 
children with terminal illness? 
B. Do roles of the occupational therapist working with children with terminal illness 
differ significantly among pr~~tice setting? 
' 
Limitations and Delimitations 
L I. Although the survey examines the treatment of children with terminal illness, the 
study does not attempt to predict the effectiveness of treatment methods. 
2. Only members of the American Occupational Therapy Association have the 
opportunity to be included in the study. 
3. This study does not attempt to distinguish between the stages of terminal illness. 
I 
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4. This study does not attempt to consider the specific terminal illness with which the 
. child was diagnosed. 
5. This study does not attempt to consider the children's current level of function. 
• j 
6. The survey was developed and piloted by the primary investigator, but has not been 
• 
tested for reliability or validity. 
7. Data regarding the age, gender, and educational level of the subjects was not 
obtained. 
Assumptions 
1. It is assumed that the subject population is representative of occupational therapists 
who are currently treating children with terminal illnesses. 
2. It is assumed that all survey questions are answered honestly and accurately. 
Participants and Selection Method 
In this study, 250 certified occupational therapists across New York State who are 
members of the American Occupational Therapy Association (AOT A) were surveyed by 
mail. The names and addresses of these therapists were gathered from a pediatric 
distribution list purchased from the AOTA. The list was randomly selected from a 
population of pediatric occupational therapists in New York State. This is an appropriate 
population to survey due to the therapists' expertise and qualifications in the care of 
children. 
Measurement Instrument 
The primary instrument used in this study is a survey consisting of both forced 
choice and open-ended questions. The survey contains questions that focus on 
discovering the types of work settings of therapists who are treating children with 
II 
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terminal illness and the numbers and ages of children being treated. Other questions 
revolve around the types of assessments, goals, and treatments therapists are utilizing and 
how they are prioritized. The survey was designed to be quick and easy for the therapist 
I to complete to help increase the return rate. It is relatively short and can be completed in 
approximately 15 minutes. See Appendix A for a copy of the survey. 
The primary investigator designed the survey based on information found through 
a literature review of various professional journals. The survey was pilot tested on five 
occupational therap}sts and one physical therapist who have treated children between the 
ages of birth and 18. These procedures help to provide content validity of the measures. 
Gathering, Analyzing and Interpreting Data 
Surveys were sent to 250 occupational therapists. To help increase the return rate, 
a reminder letter and survey were sent to the therapists who did not reply within four and 
one-half weeks after the initial mailing. The study concluded six and one-half weeks 
after the initial mailing. 
A tear-off introduction page was sent with each survey (see Appendix B). This 
• 
page explains the purpose of the survey and serves as the informed consent form. 
Confidentiality of the therapists was maintained through the use of numbered surveys. A 
list of numbers and therapists was used only for the reminder letters and follow-up 
purposes. The survey responses and the therapist were never associated together. 
The information obtained from the survey was analyzed to identify the similarities 
and differences between the care occupational therapists report giving to children who are 
dying. The data were analyzed based on descriptive statistics and t tests to identify trends 
.. 
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in assessment and treatment. Independent t tests were used to identify differences in 
assessment and treatment based upon treatment setting. 
., 
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CHAPTER FOUR: RESULTS 
Response Rate 
Surveys were returned by 155 (62%) occupational therapists, with 29 (18.7%) 
indicating"they had treated children with a terminal illness within the past three years, and 
l 126 (81.3%) indicating they had not. The following results are based on responses of 
those therapists who have treated children with a terminal illness within the past three 
years . 
• Work Setting Data 
Twenty-three (79.3%) therapist~ who reported treating children with terminal 
illness work in the school system, either solely or in combination with another setting, 
whereas six (20. 7%) therapists are not working in school settings. Seventeen ( 58.6%) 
stated they worked in home care. Other areas in which therapists identified working were 
private practice (24.1 %), inpatient hospitals (6.9%), outpatient Clinics (6.9%), outpatient 
hospitals (3.4%), community agencies (3.4%), voluntary agencies (3.4%), and skilled 
nursing facilities (3.4%) (percentages equal more than 100% because many respondents 
worked in more than one setting). 
General Information on Treatment Frequency and Caseload 
Therapists reported that they typically see children with terminal illnesses 
between 30 and 60 minutes per visit. Most therapists reported that treatment time was for 
30 minutes (69%), followed by 45 minutes (17.2%) and lastly 60 minutes (3.4%). 
Therapists identified a wide range in the number of treatment sessions per week (one to 
four). Therapists most often treat children between 2 and 3 times per week (72.3%). 
-~~-----
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It was found that therapists typically have between 21 and 30 children (37 .9%) on 
their yearly caseload, but the range is from one to over IOI children. The number of 
children who are terminal seen per therapist within the past year range between zero and 
nine with an average of 1.97 (SD = 2.11) children. 
Assessments 
It was found that therapists most often assess (in order or frequency) performance 
•• 
components and a child's performance in self-care, leisure, and school or household 
tasks. Assessments addressing past and present roles, life style, and valued occupations 
were the least often used in practice (see Table I). 
Assessments of occupational performance in school and household tasks were 
found to be used significantly more often by those who work in the school system than 
those who do not (!(25) = -4.904, p<.001). 
Assessments related to performance in self-care tasks (t(25) = 2.357, _p<.05) and 
school and household tasks (!(25) = 1.924, p = .05) were used less often in home care 
than other settings (equal variances not assumed). 
Goals Areas 
Therapists gave high priority to goals that focus on increasing or maintaining a 
child's independence in school and household tasks, followed by increasing or 
maintaining independence in self-care tasks, and thirdly, increasing or maintaining the 
child's performance components (see Table 2). It was found that therapists give least 
priority to goals that focus on having the child accept his or her illness. 
- --~-- ---
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Frames of Reference 
In the treatment of children with terminal illness, therapists identified a wide 
vari_ety of frames of reference used. The developmental, neurodevelopmental, and 
sensory integration frames of reference were respectively identified as being used the 
majority of the time. The biomechanical, coping, and model of human occupation were 
identified as being used only sometimes in practice (see Table 3). 
A family-centered frame of reference was identified as being used significantly 
more often with therapists who do not work in school systems versus those who do (!(26) 
= 2.073, Q<.05). 
Models of Service Delivery 
Individual (direct) treatment was identified as the most beneficial model of 
service delivery for a child with a terminal illness, followed by consultative (indirect) and 
a combination of group (direct) and individual (direct). Monitoring (indirect) and group 
(direct) treatment were identified as least beneficial (see Table 4). Individual (direct) is 
used significantly more often in settings other than a hospital or clinic (!(25) = 2.689, 
Q<.05). 
Factors that impact a therapist's clinical decisions include the greatest area of 
need as determined by the caregiver, followed by the child, and then the therapist. The 
child's length of stay, the availability of the therapist, and the child's funding source 
respectively were identified as having the least impact on clinical decisions. 
Themes 
Therapists identified a child's quality oflife as the most important theme guiding 
treatment, followed by the child's sense of control and role performance respectively. 
I 
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CHAPTER FIVE: DISCUSSION 
Work Setting and General Information 
Generalizing the results of this study is difficult due to the fact that respondents 
worked in a great variety of settings with widely varying numbers and ages of children. 
The results of this study indicate that assessments, goal formation, and models of service 
delivery were significantly different among therapists who work in different practice 
settings. This is a logical finding as the roles that occupational therapists play vary from 
setting to setting. 
Assessments 
This study determined that areas often assessed by occupational therapists who 
treat children with terminal illness are often functionally based with assessment of 
performance in school and household tasks and performance in self-care tasks identified 
as being used most often. Such performance assessments are also used by therapists who 
treat adults with terminal illness (Lloyd, 1989). Assessments which take into account the 
individuals' affective status such as daily routine assessments (Pizzi, 1984) and those 
addressing past and present roles (Lloyd, 1989) are principal areas to assess in adults with 
terminal illness. However, these areas were found to be less important when assessing 
children with terminal illness. A possible explanation of this finding is that the majority 
of therapists surveyed identified working in the school systems where assessments are 
functionally based so as to address those areas in direct relation to the students' 
performance in school. In the school system, occupational therapy is an educationally 
relevant service, and therefore assessments of children are based on their ability to 
perform school related tasks (Case-Smith et al., 1996). Additionally, school systems may 
~---~=== , 
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require the use of a standardized assessment in the evaluation of children (Case-Smith et 
al., 1996). It is possible that the combination of evaluations based on needs related to the 
child's education and the use of standardized assessments has lead to the utilization of 
more functionally based assessments in the school system. 
Goal Areas 
Main therapy goals for the adult with a terminal illness identified by Oelrich 
(1974) include both affective goals (acceptance of illness), and functional goals 
(maintenance of independence). This study found that affective goals and those relating 
to acceptance of illness were addressed least often with children with a terminal illness. 
However, it is important to consider the role of the child's family and that of the 
occupational therapist in goal formation. The child's family may not wish for the child to 
know that he or she has a terminal illness. This may be due to a myriad of reasons 
including family values or religious beliefs, or the family may feel their child may lose 
hope and motivation for life. Additionally therapists, families, or both may feel that a 
child is too young or too immature to understand the implications of his or her illness. 
The study found that over half of the children treated are under age 5. Children under the 
age of five believe that death is reversible (Oelrich, 1974). 
Another reason for the low incidence of affective goals in the care of children 
with a terminal illness may be based upon setting. In the school system, goals must be 
' 
directly related to the child's educational needs, and may therefore tend to be more 
functionally based (Case-Smith et al., 1996). Occupational therapists have expressed that 
the school system setting does not allow for the social-emotional aspects of students to be 
• 
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adequately treated. Case-Smith et al., (1996) states that therapists are restricted in 
formally acknowledging their use of intervention in the social-emotional continuum. 
Frames of Reference 
A family-centered frame of reference was more commonly used in settings other 
than the school system. This may be due to the fact that occupational therapy in school 
systems does not tend to be family centered, as services are provided in regards to the 
child's performance in school tasks. The finding that occupational therapists who work 
in school settings do not report using family-centered care is not unexpected. Family-
centered care is very important in the provision of early intervention services (Bjorck-
Akesson & Granlund, 1995), but occupational therapy services in the school system are 
"child-centered" in the legislation (Case-Smith et al., 1996). The role of the parent is not 
stressed in school-based services. 
It is also reasonable to assume that the developmental frame ofreference was 
identified as being used the majority of the time, as it is a commonly used frame of 
reference in pediatrics and promotes increasing a child's development (Case-Smith et al., 
1996). It is interesting to note that the biomechanical frame of reference was determined 
to be one of the least often used frames of reference, but that assessing and treating 
performance components including neuromusculoskeletal, motor, cognitive, and sensory 
components was ranked fairly high. This may be due to the fact that other frames of 
reference used more frequently, including developmental, neurodevelopmental, and 
sensory integration are common fram~s ofreference used by pediatric occupational 
therapists. The literature shows that a family centered focus that encourages support and 
quality oflife for the entire family unit of a child with a terminal illness is most beneficial 
···- ..... ----•!Ill 
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(Porr & Rainville, 1999). This frame of reference takes into account both the affective 
and functional components that are part of the formation of a high quality of life. 
Models of Service Delivery 
Occupational therapists treating adults with terminal illness believe that the adult 
is the ultimate decision maker and that the areas the individual has deemed important are 
those addressed in therapy (Pizzi, 1984). By allowing the individual to make his or her 
own decisions, a higher quality of life can be attained due to the fact that both affective 
and functional components can be addressed. The study supports this belief, as it was 
• • found that therapists treating children with terminal illness base their clinical decisions on 
~ 
what the caregiver and 'child view as important. 
Themes 
Quality oflife, providing a sense of control, and role performance were themes 
found· throughout the literature regarding occupational therapists who treat adults with a 
terminal illness. The study found quality oflife to be the most important theme guiding 
the treatment of children with terminal illness. Despite lack of concurrence with 
assessment and treatment, it is reasonable to assume that this ranked more important than 
sense of control and role performance as the latter two themes are main contributors to 
providing one with a good quality oflife. 
Limitations of the Study and Areas of Further Research 
This study is limited by the fact that it does not consider specific terminal 
illnesses, nor does it attempt to distinguish between stages of terminal illness or the 
current levels of function of the child. It is reasonable to assume that therapists' 
responses would have varied based upon the child's particular illness, life expectancy, 
. ' 
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and current and projected levels of occupational performance. Although the survey does 
examine treatment methods used with children with terminal illness, the study does not 
attempt to predict the effectiveness of these treatment methods. Additional limitations 
include a small sample size and difficulties with survey responses. Due to varying 
interpretations of a small number of survey questions, limitations arose in the manner in 
which the data was analyzed. 
Further research is needed to define the roles occupational therapists are utilizing 
in the care of children with terminal illness. Through defining these roles, the ultimate 
goal of further research is to develop a coriceptual frame of reference for occupational 
therapists treating children with terminal illness. This conceptual framework may 
progress from existing models such as Gary Kielhofner's Model of Human Occupation 
(Kielhofner, 1995), or it may become a model in and of itself. The next step in 
achieving this goal of developing a conceptual framework is to identify and determine 
appropriate treatment methods for the psychosocial needs of the child and family. It is 
also critical to research the perspective of both the child and family in order to determine 
what is important to them with respect to occupational therapy treatment. The outlook of 
the family and child should be compared to the outlook of occupational therapists who 
treat children with a terminal illness. This would determine ifthe methods currently 
employed by occupational therapists are worthy based upon the child's and caregivers' 
wishes, and if in fact children and families are receiving the care they desire. It is 
essential to know if how occupational therapists are treating these children is in fact how 
the children and their families would like to be treated. Lastly, further research is needed 
to determine if the therapy children with terminal illness are receiving is effective. The 
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therapeutic benefits of specific treatment interventions must be assessed to determine the 
effectiveness of the roles of occupational therapists with children with a terminal illness. 
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CHAPTER SIX: SUMMARY 
The field of occupational therapy includes the care of children with a terminal 
illness. The purposes of this study were to investigate the roles occupational therapist 
utilize when working with children with terminal illness and to determine if these roles 
differ significantly among practice setting. 
The results of this study indicate that 18.7% ofa sample of pediatric therapists 
working iiiNew York State have treated children with a terminal illness within the past 
three years, in a variety of settings. Settings in which therapists most often worked 
include school system, home care, and private practice. The findings of this study show 
that choice of assessments, goals, and models of service delivery are significantly 
different among therapists who work in these different practice settings. The results also 
show that these areas tend to be based on functional components, which is in contrast to 
what has been found in the literature regarding the care of adults and children with 
terminal illness. 
The results of this survey suggest that assessment, goals, and treatment options for 
children with terminal illness are in opposition of the literature. Literature on caring for 
adults with a terminal illness suggest that using a combination of approaches, which 
focus on functional and affective components, will lead the individual to achieving his or 
her optimal quality of life. The literature also suggests that adults facing death encounter 
a myriad of experiences affecting both affective and functional areas of their lives. In 
order to incorporate these two areas into treatment, the literature goes on to suggest using 
assessments and developing goals and treatment plans that will work on increasing both 
.. 
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the client's physical and emotional deficits. It is believed that by doing so, the individual 
can attain his or her optimal quality oflife. 
Literature on children suggests that much like adults facing death, children too 
experience a variety of changes in affective and functional components, which thereby 
can affect quality of life. While the literature on children with a terminal illness is 
limited, it is suggested that children facing death experience many of the same physical 
and emotional changes that adults experience. It is also stated that when working with 
children who are HIV positive, occupational therapists should address both functional 
and affective skill components, to allow for optimal quality oflife. The results of this 
survey regarding the care of children with a terminal illness by occupational therapists 
are in contrast to this literature on treating children and adults with a terminal illness. 
Results of this study indicate that occupational therapists treating c~ildren with a 
terminal illness most often assess areas pertaining to functional components. For 
example, performance components and a child's performance in various task oriented 
skills ranked higher than assessments which focus on addressing coping skills and 
acceptance of illness. Therapists also gave high priority to goals that focus on these same 
performance components and task oriented skills. 
Quality oflife is an overriding theme of occupational therapists caring for 
children and adults with a terminal illness. Both affective components, consisting of fear, 
control, and isolation, and functional components, consisting of physical skill and 
performance components, help to form an individual's quality oflife. Results of this 
study show that therapists treating children with a terminal illness focus treatment on 
---=---= -
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functional components, rather than affective, yet still maintain that quality of life is the 
most important theme guiding treatment. 
Survey results have shown that occupational therapists treating children with a 
terminal illness work in a variety of settings. This causes differences in assessments, 
goals, and treatment priorities among the 'settings. However, in spite of the different 
settings, affective components are still addresses considerably less than functional 
components. 
Limitations of this study include a small sample size and the inability to draw 
conclusions about the effectiveness of treatment methods utilized by occupational 
therapists treating children with a terminal illness. These limitations and the results of 
' 
this study show the need for future research to determine if and how the psychosocial and 
~ ' 
affective needs ~fthe child and farnfly unit are being met. Research is also needed to 
evaluate the effectiveness of treatment methods utilized by occupational therapists, based 
on child and family outlook. 
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Table 1 
Assessments Based On Frequency of Use (!!=28) 
Type of Assessment M SD Range* 
1-3 
Performance components 1.11 .32 1 - 2 
Performance in leisure/play tasks 1.19 .40 1 - 2 
Performance in self-care tasks 1.19 .40 1 - 2 
Performance in school and household tasks 1.26 .45 1 - 2 
Environment 1.40 .50 1 - 2 
Daily routines 1.65 .63 1 - 3 
Coping skills 1.85 .54 1 - 3 
Breathing 2.11 .71 I - 3 
Occupational history 2.19 .75 I - 3 
*The rated frequency of use is as follows: 1 =most of the time, 2=sometimes, 
3=never. 
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Table 2 
Goals Areas of Treatment Based on Primary Focus (!F25) 
Goal Area M SD Range* 
1-8 
Increase/maintain independence in school and household tasks 3.08 1.98 I - 8 
Increase/maintain independence in self-care tasks 3.36 1.52 1 - 6 
Increase/maintain performance components 3.36 2.36 1 - 8 
Increase/maintain independence in leisure/play tasks 3.54 1.77 1 - 8 
Improve/maintain affective status 4.91 2.11 1 - 8 
Increase/maintain roles and/or role performance 4.96 2.23 1 - 8 
Increase/maintain coping skills 5.65 1.72 I - 8 
Acceptance of Illness 6.50 2.32 I - 8 
• 
Note. The lower the mean, the higher the priority in goal formation. 
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Table 3 
Frames of Reference Based On Freguency of Use ~28) 
Frame of Reference M SD Range* 
1 -3 
Developmental 1.07 .26 1 - 2 
Neurodevelopmental 1.29 .53 1 - 3 
Sensory Integration 1.29 .46 1 - 2 
Visual Perceptual 1.46 .64 I - 3 
Psychosocial 1.54 .64 I - 3 
Family-centered 1.68 .72 1 - 3 
Educational 1.70 .67 1 - 3 
Biomechanical 1.90 .69 I - 3 
Coping 2.10 .74 1 - 3 
Habilitation 2.10 .79 I - 3 
Model of Human Occupation 2.27 .78 1 - 3 
*The rated frequency of use is as follows: 1 =most of the time, 
2=sometimes, 3=never. 
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Table 4 
Models of Service Delivery Based on Beneficial Value (!!=27) 
Model of Service Delivery M SD Range* 
I -3 
Direct Individual 1.37 .56 I - 3 
Indirect Consultative 1.70 .67 I - 3 
Direct group/Individual combination 1.81 .90 I -3 
Indirect Monitoring 2.08 .80 I - 3 
Direct group 2.16 .69 1 - 3 
*The rated frequency of use is as follows: I =very beneficial, 2=beneficial, 
3=not at all beneficial. 
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Appendix A 
Survey Instrument 
I. Of the following, in which setting(s) do you work? (Please check all that apply.) 
___ Inpatient Hospital Home Care School Based 
___ Outpatient Hospital Hospice Clinic Doctors Office 
___ Outpatient Clinic Private Practice Academic Setting 
___ Voluntary Agency Community Agency Other ___ _ 
2. In the past three years, have you worked with children between birth and age 18 who are 
terminally ill? (If you answered no, you do not need to complete the rest of the survey. 
Please return in the envelope provided.) 
Yes No 
---
3. In your setting, what is the average treatment period for a child with a terminal illness? 
Length of each session _______ _ 
Sessions per week ---------
4. In your setting, is there a special program or unit for children with terminal illness? 
a. Yes No 
b. If yes, please describe: ______________________ _ 
5. What is your average yearly caseload of children? 
I - I 0 children 11 - 20 children 
3 I - 40 children 41 - 50 children 
61 - 70 children 71 - 80 children 
91 - I 00 children I 0 I or more children 
___ 21 - 30 children 
___ 51 - 60 children 
81 - 90 children 
---
6. For each of the following age categories, please indicate the number of children with terminal 
illness you have seen in the past year. 
Birth - 2 yrs. 11 mo. 
6 yrs. - 8 yrs. 11 mo. 
!2yrs.-14yrs. ll mo. 
3 yrs. - 5 yrs. 11 mo. 
9 yrs. - 11 yrs. 11 mo. 
15 yrs. - 18 yrs. 11 mo. 
For the following questions, please relate your answers to children with terminal illness. 
7. Using the scale below, please indicate how beneficial you feel the following types of 
treatment are. 
'\ 
I = very beneficial 
Direct group 
2 = beneficial 
Direct group/individual combination 
Indirect monitoring 
3 = not at all beneficial 
Direct individual 
Indirect consultative 
Other 
------
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• s!· How often do you use the following occupational therapy frames of reference in your 
practice? 
I= most of the time 2 = sometimes 3 =never 
Sensory Integrative 
Biomechanical ---
Neurodevelopmental 
---
Visual Perceptual 
---
---
Psychosocial 
---Coping 
Model of Human Occupation 
---
Family-centered 
--- Developmental Educational 
---
---Habilitation Other 
--- --- -------------
9. How often do you use the following types of assessments in your practice? 
I= most of the time 2 =sometimes 3 =never 
___ Daily routines (e.g. Temporal Adaptation) 
---
Past and present roles, life style, and valued occupations (e.g. Occupational 
History) 
Performance in self-care tasks 
--- Performance in school and household tasks 
---
---
Performance in leisure/play tasks 
Environment 
---
--- Coping skills 
---
Performance components (e.g. sensory, neuromusculoskeletal, motor, cognitive) 
--- Breathing 
Other 
--- ---------------------------
JO. Please prioritize the following goal areas with I being your first focus and 8 being your last. 
---
Acceptance of Illness 
---
Improve/maintain affective status (e.g. range of emotional expression and 
feelings of well-being) 
---
Increase/maintain independence in self-care tasks 
---
Increase/maintain independence in school and household tasks 
---
Increase/maintain independence in leisure/play tasks 
---
Increase/maintain coping skills 
---
Increase/maintain performance components (e.g. sensory, 
neuromusculoskeletal, motor, cognitive) 
Increase/maintain roles and/or role performance 
--- Other 
-------------------------~ 
11. Please prioritize the following factors according to how much impact they have on your 
clinical decisions, with I having the greatest impact and 5 the least. 
Greatest area of need as determined by therapist 
--- Greatest area of need as determined by child 
---
---
Greatest area of need as determined by caregiver 
Greatest area of need as determined by medical staff 
---
---
Child's length of stay 
---
Child's funding source 
Availability/load of therapist 
--- Other 
---------------------------
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12. Please prioritize the following themes guiding your care"ofthe child with a terminal illness, 
with 1 being the most important and 3 the least important. 
___ Role performance 
Sense of control 
--- Quality of life 
--- Other 
---------------------------
13. I believe my greatest contribution to the lives of children with terminal illness is ____ _ 
14. In regards to the care of terminally ill children, is there anything else important I have not 
touched upon with this survey? Please feel free to make additional comments on the back of 
this page. 
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Appendix B 
Introductory Letter 
ITHACA 
Dear occupational therapist, 
Ithaca College 
200 Smiddy Hall 
tthaca, NY 14850-7079 
(607) 274-1975 
(607)274-3055(Fax) 
Department of Occupational Therapy 
School of Health Sciences 
and Human Performance 
February 19, 2000 
I am a graduate student in the occupational therapy program at Ithaca College. I am 
currently working on a study as part of my thesis for a Master of Science degree. 
The purpose of my study is to help determine the role of occupational therapy with the 
terminally ill child. Through a survey, I am looking to determine the prevalence and clinical 
practices of occupational therapists that work with children diagnosed with terminal illness. For 
the purposes of this study, terminal illness is described as a disease or disorder that is anticipated 
to cause the child to die. I know it is difficult to predict when a child with a terminal illness will 
pass away, however, forthe purposes of this study please direct your answers to children who 
are expected to die within the next few years. 
Please complete the survey whether or not you work with children with terminal illness, 
as long as you are at least 18 years of age. The survey contains no questions sensitive in nature 
and can be completed in approximately 20 minutes. All therapists are entitled to leave blank any 
questions they do not feel comfortable answering, although you are encouraged to respond to as 
many as possible. Additional comments are welcome in the space provided at the end of the 
survey. 
Confidentiality will be maintained through a random number assigned to your survey. 
This number will only be used to send you a reminder and at no time other than this be 
associated with your name. The return of this survey indicates you give your permission to use 
your survey in this study. 
Please return the survey in the enclosed self-addressed stamped envelope at your earliest 
convenience, however postmarked no later than Thursday, March 9, 2000. 
If you have any questions, please contact me at 607-277-2553 or Kimberly9@juno.com. 
Thank you for your consideration in this matter. 
Sincerely, 
Kimberly Arndt 
------~--~ 
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Appendix C 
Authorization to begin project: All-College Review Board 
ITHACA ~~~~~i~~~ge Ithaca, NY 14850-7012 (607) 274-3113 (607) 274-3064 (Fax) 
DATE: December 20, 1999 
TO: 
FROM: 
SUBJECT: Occupational Therapy and Children with Terminal Illness 
Office of the Provost and 
Vice President for 
Academic Affairs 
The revisions to the above named proposal have been received as requested by the All-College 
Review Board for Human Subjects Research. You are authorized to begin your project 
at any time. This approval will remain in effect for a period of one year from the date of 
authori7.ation. 
After you have finished the study, please c<implete the attached Notice-of-Completion Form and 
return it to my office for our files. 
Best wishes for a successful study. 
lw 
Attachment 
c: Carole Dennis, Faculty Advisor 
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Appendix D 
Human Subjects Proposal 
I. Gen~riil Information about the Study 
~ J / -·a): Funding: 'There :.Vi!l be no outside funding for this study. Funding is to be 
1 proyided by personal means with possible help from the occupational therapy 
department. 
b) Location: The study will be conducted in Ithaca, NY with surveys sent across 
the country . 
c) Time Period: Surveys will be sent out the second week of January 2000. A 
follow up post card will be sent 3 weeks later for reminder purposes. The 
study will conclude in April of 2000. 
2. Related Experience of the Researcher 
The primary investigator is a graduate student in the occupational therapy 
program. I have a Bachelor's of Science degree in occupational science and 
fieldwork experience working with adults with disabilities. Coursework I have 
completed includes Biostatistics, Research Seminar, and Research Methods of 
occupational therapy. I have no experience with terminally ill children. My 
thesis advisor, 
3. Benefits of the Study 
The field of occupational therapy will benefit from the study by helping to define 
the role with terminally ill children. Terminally ill children will also benefit 
through the expanded knowledge of the occupational therapists role in their care. 
4. Description of Subjects 
a) How many subjects will be tested? 250 surveys will be sent. 
b) What are the salient characteristics of the subject population? Those 
surveyed will be practicing occupational therapists of various age, genders, 
and educational levels who currently treat terminally ill children from birth to 
age 18 in various settings. 
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5. Description of Subject Participation 
... 
,,.. 
For the purposes of this study, the subjects will complete a survey consisting of 
open-ended and forced choice questions focused on the care of terminally ill 
children (see appendix A). The survey will take no more than 15 minutes to 
complete, and is to be returned in the enclosed self addressed stamped envelope. 
6. Ethical Issues - DescHption 
a) Risks of Participation: No physical or emotional risks to the subjects are 
anticipated. 
b) Informed Consent: See appendix B for introduction tear-off face page. 
7. Recruitment of Subjects 
a) Recrnitment Procedures: Subjects will be recruited through a mailing list 
purchased from the American Occupational Therapy Association (AOT A). 
The mailing list will contain the names and addresses of occupational 
therapists who treat individuals from birth to age 18. To obtain the mailing 
list, I must call the AOT A and request it. No recruitment letter is necessary. 
b) Inducement to Participate: There is no inducement offered to the therapists 
for participation. 
8. Confidentiality/ Anonymity of Responses 
Confidentiality of the therapists will be maintained through the use of numbered 
envelopes and tear-off face page. The self-addressed return envelopes will each 
contain a random number associated with the name of a therapist. Upon arrival of 
the surveys, I will separate the survey and envelope. The number on the envelope 
will enable me to keep track of who has returned the survey and who has not. The 
numbers will be used for reminder purposes only. The survey itself will never be 
associated with the number or therapist. 
9. Debriefing 
Debriefing of the subjects is not necessary for this study. 
10. Compensatory Follow-up 
Compensatory follow-up is not appropriate for this study. 
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